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Abstract

Background: Constipation is common in children with intellectual disabilities and/or
autism, but poorly researched. This study looks to understand parental knowledge,
attitudes and management practices towards constipation in children with intellec-
tual disabilities and/or autism.

Methods: A cross-sectional online survey developed with patient facing organisa-
tions was circulated to parents of children with intellectual disabilities and/or autism
using an exponential and non-discriminatory snowballing method for recruitment. A
smaller sample were purposively sampled for their in-depth experiences.

Results: Of 68 responses, people were open to discussing constipation and knowl-
edgeable about risk factors. In the qualitative interviews, of 15 parents, they wanted
to be treated as an expert in their child's care. They desired a service that was more
responsive when in difficulty. While wanting more information about medication
options, parents want a more holistic approach.

Conclusions: Services need more emphasis on holistic management. Listening to par-

ents and treating them as experts is important.

KEYWORDS
bowel problems, constipation, developmental disabilities, neurodevelopmental disorders, service
access

Wilkins & Matson, 2009). It is estimated approximately 2% of the popu-
lation will have an intellectual disability, autism or both (Office of

Intellectual disabilities are characterised by significant impairments of
intellectual and adaptive functioning with onset before adulthood
(WHO, 1992). Autism is a group of non-progressive developmental
disabilities of variable severity appearing in early childhood that affect
thinking leading to difficulties in social interaction and communication
(American Psychiatric Association, 2013). There exists a bi-directional
relationship of intellectual disabilities and autism (Srivastava &
Schwartz, 2014). Around 70% of autistic people will also have some level
of intellectual disabilities (Mefford et al., 2012; Newschaffer et al., 2007;

National Statistics, 2020). These impairments can be complicated by a
significant presence of physical comorbidities including constipation
(Kinnear et al., 2018).

Constipation is a symptom based heterogenous condition which
is overrepresented in people with intellectual disabilities and/or
autism (National Institute of Clinical Excellence (NICE), 2017b; Maslen
et al., 2022). Population estimates report a third to half of people with
intellectual disabilities experience constipation (Kinnear et al., 2018;

Robertson et al., 2018). Similarly, higher levels of constipation are
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reported with people with autism (Maslen et al., 2022). Constipation
in people with intellectual disabilities and/or autism may be caused by
a range of pathological processes such as neurological and genetic
conditions (Maslen et al., 2022). There has been recognition of consti-
pation often not recognised as a reason for distress behaviours associ-
ated with people with intellectual disabilities and/or autism
(diagnostic overshadowing) (Marsh & Sweeney, 2008). Inspite of this
recognition it continues to remain a major cause of concern recog-
nised as a significant influencer to premature mortality (LeDeR, 2022).

It is important to recognise that outcomes for children with intel-
lectual disabilities and/or autism are governed by factors over and
above a purely medical perspective. A recent systematic review has
showcased how clustering of socio-environmental issues such as
minority ethnicity, maternal mental iliness, early life motherhood, rec-
reational drug abuse and low socio-economic status play in precipitat-
ing and perpetuating potential determinants of developmental
disabilities (Leonard et al., 2022). Looking deeper complex issues at an
individual level such as immutable characteristics such as race and sex
play a significant role in diagnosis and outcomes (Becerra et al., 2014).
Family impact often linked by socio-economic status and available
supports of extended family and friends can influence whether the
child has the safety net of a family with higher resilience and capacity
to meet their additional needs including additional un-costed
expenses of support. In addition, of significant influence is profes-
sional community support and services availability. This availability is
in turn impacted by issues such as geography, rural/urban presence,
race, immigration status, income, taxation, housing and other local and
national polices (Brisendine, 2017). All these can play a role in weak
social capital role facilitating ignorance, poor understanding of com-
plex needs and delayed engagement leading to late diagnosis, poor
service delivery, poor access of services and worse outcomes to the
child (Anderson et al., 2022; Hosozawa et al., 2020). These can signifi-
cantly contribute to health inequalities, to constipation impact on chil-
dren's wellbeing. Further, chronic constipation in this population can
raise vulnerability to exclusion of children with intellectual disabilities
and/or autism from many mainstream places and activities, resulting
in children having less opportunities to be active either due to the
direct reasons of constipation per se (Swanwick, 1991) or secondary
issues of psychological well-being (Guldberg et al., 2022).

In the United Kingdom, the expectation of health care delivery is
that it be free and as needed for all citizens. To ensure equitability for
vulnerable populations such as people with intellectual disabilities
and/or autism legislation such as the Equality Act (2010) and the Autism
Act (2009). Unfortunately, while policy should make a level playing field
postcode lottery continues in health and social care delivery. A host of
factors, such as those enumerated above, contribute to this skew in ser-
vice delivery. There are added challenges even within this vulnerable
population, for example, those with non-verbal presentations are more
likely to have increased health and social complexities and more likely to
encounter diagnostic overshadowing (May & Kennedy, 2010).

Constipation in children is estimated to be present in 5%-30% of
children and remains an underexplored and under-reported matter

possibly due to the attached embarrassment and stigma attached

(NICE, 2017a). Quality of life and health outcomes in children with
constipation is recognised to be poorer than their peers (Belsey
et al., 2010; Vriesman et al., 2019). Constipation in children also has a
significant impact on health-related quality of life outcomes of
affected children caregivers, particularly on their family functions
(Wang et al., 2013).

While constipation is an over-represented and recognised prob-
lem in people with intellectual disabilities and/or autism there is very
little evidence on the perceptions of the specific needs and challenges
of the impact of constipation on the lives of children with intellectual
disabilities and/or autism and on their families. A good place to start
in understanding the needs of children in this situation is to ask par-
ents how they perceive they are served by current services.

The aim of this study was to explore the experiences of parents
of children with an intellectual disability and/or autism who suffer

from regular constipation across England.

2 | METHODS

The Strengthening the reporting of observational studies in epidemiol-
ogy (STROBE) guidance for cross-sectional studies was used to report
the study findings (Data S1).

21 | Study design

A mixed methods approach using quantitative and qualitative ele-
ments was designed to provide an understanding of the impact of
constipation on individual lives, the challenges of living with and man-
aging constipation, experiences of services and seeking support and
treatment. The study was divided into two stages.

The first was to gather information through a cross-sectional sur-
vey which consisted of questions with predetermined answers and
questions that allowed for free text comments (Data S2). The survey
had 28 questions. The survey sought to gather basic demographic
data including the age, sex, ethnicity, current clinical diagnoses and
additional needs of children. It further inquired into parental comfort
levels to discuss bowel health issues, their confidence in managing
constipation and the impact it has on their daily lives. It also looked to
ascertain information on parental experiences in relation to seeking
support, help and treatment. Survey questions were co-designed with
a range of stakeholders including clinical representatives of the NHS
England and Improvement Southwest, NHS England Clinical Refer-
ence Group, parent-carer forums and ERIC the Children's Bowel and
Bladder Health Charity. The survey was carried out electronically
using the “Join the Conversation” https://jointheconversation.
scwcesu.nhs.uk/ engagement platform and was made available for a
period of 4 weeks from 27 May 2022 to 24 June 2022. It was esti-
mated to take ~10 min to complete. Parents were targeted through
several parent-carer forums and social media.

The second stage of the work consisted of a semi-structured

interviews with parents to gather more in-depth data on their
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experiences. The interviews followed a broad appreciative inquiry
approach and sought to allow participants to provide more detailed
information on their experiences. Particular focus was on relation to
the support and advice they had sought from professionals, and what
worked and did not for them and their child. As with the survey ques-
tions, the interview topic guide (Data S3) was co-designed with the
stakeholder group.

Interviewees were purposively sampled from those who had par-
ticipated in the survey (and had consented to being contacted to dis-
cuss their experiences further), to ensure that information-rich
accounts were obtained. A range of different viewpoints and experi-
ences such as geographies and ethnicities was considered. A prede-
sign estimate was to conduct interviews of 15 respondents of the
total survey respondents who noted that they were happy to be con-
tacted further, on a “first come first served basis.” A number of those
who had consented initially did not respond to invitations to partici-
pate in an interview, or were not contactable, and so others were then

identified until all requisite interviews were completed.

2.2 | Inclusion and exclusion criteria

Parents and caregivers of children with intellectual disabilities and or
autism over 2 years of age but younger than 18 and having chronic
constipation were invited to participate.

2.3 | Ethics

As per the NHS Health Research Authority tool (http://www.hra-
decisiontools.org.uk/research/index.html) no formal ethical approval
was necessary for this study (Data S4). Governance was established
via NHS England framework as outlined in Data S5.

The research was commissioned by NHS England and Improve-
ment South West (NHSEI SW; now NHS England South West). The
survey questions and interview topic guide were co-designed with
healthcare professionals and parent/carers and approved by the Clini-
cal Reference Group (CRG) chaired by NHSEI SW. The CRG included
a range of health care professionals from NHS services across the
South West of England specialising in bowel and bladder health. Addi-
tionally, the CRG included the CEO of the charity ERIC and represen-
tative from the South West Parent Carer Forum.

All participants were advised at the start of the study that partici-
pation was voluntary and their replies, if they chose to participate,
would be anonymised and analysed. No participant identifier data was
collected unless they were interested and consented to be contacted
for Stage 2. Data were pooled prior to analysis. Further, it was to a
participant group where consent was implicit by participation as they
were not a direct patient group.

For Stage 2 potential interviewees who had explicitly agreed to
be contacted were communicated by either phone or email to invite
them to participate in an interview and were given further information

on the purpose and nature of the interviews, as well as the
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opportunity to ask any questions before making a decision on
whether or not to participate. Interviews were conducted either by
phone or using Microsoft Teams (depending on the preference of the
participant) and participants were taken through a consent process at
the start of each interview, to ensure informed consent was obtained.
This is included as Data S2. In keeping with Good Clinical Practice
guidelines (Otte et al., 2005) both the survey stage and during inter-
views participants were asked to contact and/or inform the study

team if they found any situation challenging or distressing.

2.4 | Study analysis

The Stage 1 survey used an exponential and non-discriminatory snow-
balling technique. This involves commencing with key contacts in pro-
fessional and charity organisations of the authors in different
participating organisations and requesting them to forward the
request and link within their own professional networks. This should
be considered non-probability sampling, as it does not include com-
plete coverage of services in the field and/or any sector. Descriptive
statistical analyses were carried out using Microsoft® Excel® for
Microsoft 365 MSO (Version 2203 Build 16.0.15028.20242) to ana-
lyse the qualitative data.

For stage 2 in each interview, detailed notes were captured and
written up by the interviewer, both during and immediately following
the interview Where possible (and where consent was given by the
interviewee), the interviews were audio recorded. Due to time and
budget constraints interviews were not transcribed, but instead a
reflexive and iterative process was used to develop comprehensive
notes of each interview for analysis and to ensure that all key mes-
sages were captured, broadly following the approach advocated by
Halcomb and Davidson (2006). Data from the interview notes were
then combined with the qualitative/free text data captured by the
surveys of Stage 1 to create a full and rich data set for analysis.

The qualitative data set from the interview notes and free text
survey responses were descriptively thematically analysed by three
reviewers in order to identify key findings from within the data (Doyle
et al., 2020; Hunter et al., 2018). Descriptive thematic analysis is often
used in healthcare research that has a strong link to practice. The
identified thematic results consist of a descriptive summary of the
data to present it in an accessible way for readers under descriptive
main headings. Each reviewer undertook an initial review of the data
set and after which they met to collaboratively discuss the data and
develop an initial coding framework for further analysis. This frame-
work was then tested with a sample of three sets of interview notes,
coded by all three reviewers and the coding framework was then
refined further. Each reviewer then undertook coding of one third of
the overall data set, with ~10% being coded by all three reviewers to
ensure standardisation and achieve a greater degree of objectivity.
Reviewers met regularly during the coding process to discuss queries,
review progress and refine the coding framework as needed. This
allowed both for a degree of challenge and reflection with a view to

reducing biases and improving objectivity. Once all the data had been
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coded, data was organised by code using an excel based tool and the
data reviewed and analysed the data to identify potential themes. All
three reviewers met regularly to engage in a process of identifying,
testing and refining potential themes, until a final set of themes were

agreed.

3 | RESULTS

3.1 | Quantitative analysis

In total 68 responses were received of whom 51 (76.1%) were parents
for a male and 15 for females (22.4%) with one (1.5%) not stating
either and one (1.5%) declining to state. All respondents reported that
their child either had experienced or was currently experiencing con-
stipation. Survey respondents identified that they were completing
the survey for children of a full range of ages up to the age of 18. The
mean age was 8.4 years, median age 9 years, interquartile range being
8 and mode being 2 years (n = 7).

Of the respondents 29 (43.4%) identified their child as having
intellectual disabilities, 27 (40.3%) as having a diagnosis of autism,
28 (41.8%) as having other additional health needs and 13 (19.4%) as
having both an intellectual disability and autism diagnosis with possi-
bly other additional health needs. One respondent did not complete
this question. It should be noted that this was not a mutually exclusive
question and respondents could identify multiple needs if these
related to their child. It is important to note that of the 27 who identi-
fied their child as having a diagnosis of autism, 11 (16%) respondents
reported that their child solely had a diagnosis of autism with no co-
morbid intellectual disabilities or any other additional needs.

Of the 28 (41.8%) respondents who identified their children as
having other additional health needs, a range of co-morbid conditions
were identified including physical and neurodevelopmental disabilities,
sensory issues and mental health concerns. The detail provided ran-
ged from general to very specific details of conditions and needs.
Table 1 outlines in full the additional needs identified by respondents.

Comfort levels in discussing constipation with professional, edu-
cational, and social groups.

All 68 respondents reported feeling either “very comfortable”
(n=61; 89.7%) or “somewhat comfortable” (n = 7; 10.3%) talking
about constipation issues with their families. Similarly, respondents
reported high levels of comfort in discussing such issues with health-
care professionals, such as GPs, health visitors, paediatricians and con-
sultants, with 55 (80.9%) reporting feeling “very comfortable” and
12 (17.6%) reporting feeling “somewhat comfortable.”

Forty participants (58.8%) reported feeling “very comfortable”
and 19 (27.9%) “somewhat comfortable” in discussing matters with
their child's school, a minority of four (5.9%) noted that they were
“not at all comfortable” with discussing it with educationalists.

Of all respondents, 26 (38.2%) reported feeling “very
comfortable,” 33 (48.5%) “somewhat comfortable,” and eight (11.8%)

that they were “not at all comfortable” in discussing constipation and

TABLE 1
children.

Attention deficit
hyperactive
disorder

Attachment
disorder

Developmental
Coordination
Disorder

Dyspraxia

Epilepsy

Hearing
impairment and
difficulties

Hypermobility

Microdeletion of
gene

Quad cerebral
palsy

Sensory
difficulties

Sensory
processing
disorder

Stomach ulcers

ALG13-CDG

Bowel inflammation

Down's syndrome

Dystonic cerebral
palsy

Generalised anxiety
disorder

Hirschsprung disease

IBS

Motor function and
coordination
difficulties

Receptive language
impairment

Selective learning
disability

Speech delay and
impairment

Visual impairment

different disorders and co-morbidities of participant

Anxiety

Complex cardiac
heart disease

Dyslexia

Eating disorders

Global
developmental
delay

Hypertonia

Metatarsus adductus

Noonan syndrome

Scoliosis

Sleep issues

18p deletion (rare
chromosome
disorder)

related matters with their friends. Twenty-four (35.3%) reported fee-
ing “very comfortable” and 29 (42.6%) “somewhat comfortable” dis-
cussing constipation and related issues with other wider groups while

seven (10.3%) noted that they were “not at all comfortable.”

3.1.1 | Recognition of important factors in the
management of constipation

Survey respondents were asked of their knowledge of how important
diet, hydration, exercise, toilet routine and addressing problems early
were in managing constipation.

As Figure 1 shows, most respondents felt that in general all the
activities listed in the survey were “important” in managing and deal-
ing with constipation. Although all 68 survey respondents did answer
this question, at least two respondents chose not to express a view
on all the listed factors. Seven participants (10.3%) felt that getting
plenty of exercise were either “not important at all or were neutral”
on their importance. Similarly, for having a regular toilet routine

10 participants (14.7%) expressed “neutral or not important.”
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How important do you feel the following activities are in managing a poo problem?

j @ poo problem assessed and treated ,l@,__y” Eﬁ(@‘/{&'ﬁ

Drinking plenty of water based fiuid

well balanced diet with plenty of fruit

Getting plenty of exercise

56 (82.4%)

Hawving a regular todet reutine

20 40 60 80

Question options
(Click items to hide)

@ Not important Neither important nor unimportant (neutral) @ Important

FIGURE 1 Important factors in managing constipation.

3.1.2 | Confidence in managing aspects of
constipation

Forty-seven (69.1%) respondents reported that they felt “very confi-
dent” that they know the signs of constipation, while 19 (27.9%)
reported that they felt “somewhat confident” and two (2.9%) were
“not at all confident.” Forty-one (60.3%) identified that they felt “very
confident” that they know how to manage diet, exercise and fluid
intake, while 24 (35.3%) reported that they felt “somewhat confident”
and three (4.4%) that they were “not at all confident.” Finally,
40 (58.8%) respondents noted that they felt “very confident” that
they know what they would do if their child showed signs of constipa-
tion, while 24 (35.3%) respondents reported that they felt “somewhat
confident” and three (4.4%) acknowledged that they did “not feel at
all confident” that they would know what to do.

A large majority of respondents reported feeling “very confident”
(n = 41; 60.3%) or “somewhat confident” (n = 26; 38.2%) that they
know when to seek advice and help from others. One respondent
(1.5%) reported that they did “not feel at all confident.”

A greater level of uncertainty and lack of confidence was
expressed by respondents when considering if they felt they knew
where to seek help and advice from. While 36 (52.9%) reported that
they felt “very confident” and 24 (35.3%) noted that they felt “some-
what confident” in this regard, eight respondents (11.8%) reported
that they did “not feel at all confident” that knew where to go for help
and advice to deal with constipation.

3.1.3 | Health-seeking behaviour and perceptions
of advice received

A large majority of respondents, that is, 65 people (95.6%) reported
that they had at some time or another sought help and advice about
constipation. Of the three respondents (4.4%) who reported that they
had not sought help and advice, none of them reported that they had
experienced any barriers or issues which prevented them from seek-
ing advice.

A large majority of respondents reported that they had at least
sought advice from their child's GP (56; 86.2%), Other sources of
advice included ERIC—the Children's Bowel and Bladder Charity (18;
27.7%), from Parent-Carer Forums (16; 24.6%); Specialist Nurses (16;
24.6%) and the Internet (15; 23.1%). Smaller numbers of respondents
also reported seeking support from health visitors (11; 16.9%), school
nurses (10; 15.4%), NHS Choices (5; 7.7%), and the National Autistic
Society (2; 3.1%).

Of those respondents who reported having sought help and
advice, most (49; 75.4%) reported that they had “felt listened to”
when they wanted advice. However, nearly a quarter (16, 24.6%)
responded “not felt listened” when they sought help. Of 65 responses,
47 (72.3%) believed the advice and treatment given was helpful while
18, (27.7%) did not.

3.14 | Theimpact of constipation on daily living

Two respondents skipped this question entirely and a number of
others chose not to fully complete all sections of this section. Major
difficulties (“massive” or a “lot”) in a range of issues were found in a

significant minority (Figure 2).

3.2 | Qualitative analysis

Fifteen semi-structured interviews were conducted with those who
had responded to the survey and indicated that they were happy to
be contacted to discuss their experiences further. Of the 68 respon-
dents, 23 (33.3%) declined to be contacted further. Of those who
explicitly gave consent to be contacted one had provided a wrong
number, 15 people did not respond before the requisite 15 interviews
were reached. These semi-structured interviews sought to elicit more
detailed information on the support and advice sought from profes-
sionals and what worked and did not. The average duration for an
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Day to day activities in the Home

At School, day care or treatment facility ?Mﬂi f)) @(éﬁgyj\l

Participating in sporting activities (Swimming, 13 (19.7%)

With social activities (parties, clubs cinema,

Socialising with friends and extended family

31 (47.0%)

Relationship with siblings

Work commitments

Financial impact

10 20 30

Question options
(Click items to hide)

@ None (I do not have to worry about it at all)

@ Alittle impact (I just must take simple and sensible precautions)

FIGURE 2 Impact of child's
constipation on aspects of daily life.

50 60 70

@ Alot (I must plan and prepare in case there is an issue and be available to manage if necessary)

@ Massive (I must plan everything to the last detail to make sure there is not a problem)

interview was 15 min (range 10 to 20 min). Thematic analysis of these
interviews identified seven key themes. These are further explored
below, sub-domains presented in Table 2 and raw data presented in
Table 3. Support quotes where needed have been referenced to
Table 3.

3.2.1 | Theme 1: Use and impact of medication

Understanding the medications being prescribed for their child, their
use and impact was a key theme which emerged from analysis. In gen-
eral, respondents and interviewees understood that medication can,

and does, play a very important role in helping to manage and treat
constipation and its symptoms. Parents generally understood the
importance as part of a rounded approach to managing their child's
constipation (see Table 3 1.1). It was reported that medications were
being prescribed in different circumstances, including those medicines
which primarily increase the volume of liquid within the bowel and
soften the stools (such as Movicol, Laxido and Lactulose) and those
medicines which stimulate the bowel to facilitate a bowel movement
(such as Sodium Picosulphate). However, it was felt that medication
was being used too liberally, sometimes prescribed to “make them go
away,” to avoid further investigation and treatment, or referral on to
other services (see Table 3, 1.1).
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TABLE 2 Themes and sub-domains of themes.

Theme

Use and impact of medication (including appropriateness of
medication, long-term usage and impact, information and
understanding)

Availability of, and access to, services and support (including availability
of services (particularly psychological and non-medical support),
access to services, signposting to advice and support (who to ask),
impact of COVID-19)

Feeling listened to and heard (including being believed, the parent as
expert, compliance with clinical advice, communication and
collaboration)

Availability and quality of information around constipation (including
availability and age appropriateness of information)

In this regard, there did appear, in some cases, to be a lack of real
understanding about how the medication prescribed for their child
worked. It was reported that the information supplied when any medi-
cine was prescribed, was either inadequate or not helpful. More infor-
mation to understand the different medication options available was
identified as being important, to help make informed decisions. Par-
ents felt that advice and information would be useful in order for
them to persuade their child to take the medication. (see Table 3 1.3)
There was also a strong feeling among many respondents and inter-
viewees that medication should be used primarily as a short-term fix
to treat symptoms, rather than a long-term solution. The lack of a
holistic approach, concerns of long-term prescribing and dependence
on medication to defecate were recurrent concerns. While recognis-
ing the need to treat the constipation, overall, it could make life more
difficult on occasions for children not being in control of their bowel
movements and the potential to cause diarrhoea. Where interviewees
seemed most happy using medication was in situations where their
child's constipation was being managed well through other means and
the medication was a back-up or a safety net for when things went
wrong. (See Table 3, 1.2).

3.2.2 | Theme 2: Availability of and access to
services and support

Another key theme was respondents noting the importance of having
access to a wide variety of appropriate services and support in order
to effectively be able to help their child. Having specialist psychologi-
cal and other non-medical support was identified as very important to
dealing with their children's constipation, rather than solely relying on
medication. There appeared to be (or at least was perceived to be)
often a lack of availability of services and support which could poten-
tially offer alternatives to supplement medication use. Many respon-
dents felt that their child's situation was more psychological in nature
than medical and questioned how helpful medication is particularly in
the long term without other forms of support and therapy alongside.
Although the term “psychological support” came up in all of the inter-

views it is clear that this was not solely about the availability of

Joumal of Appted Research i ilcual Disites

Primary and community care support (including clinical knowledge and

understanding of constipation, experience of services, third sector and
additional support)

Support from education (including support from schools, managing absence

from school)

Managing constipation (including barriers to going to the toilet, the

importance of establishing routine, impact of diet and fluid intake)

narrowly defined clinical psychology services but rather a wider
expectation and desire to be able to access a range of holistic services
including behavioural support, toilet training, education support
(including educational psychologists), nutrition and diet support, and
support to deal with anxiety and fears. Furthermore, where support
was accessed, including through bowel and bladder clinics the view
was that services did not always seem prepared to effectively support
children with intellectual disabilities and/or autism. This often meant
that support and advice was not overly helpful, and often still relied
on medication as the default treatment. However, in general those
who had been able to access specialist services, reported that they
had some useful and helpful advice.

Where services and additional support (both medical and non-
medical) were available, it was noted that these services had been dif-
ficult to access. It was reported by parents that they felt the need to
fight very hard to get their child referred into specialist services and
support. Getting referred had seemed to be a large barrier in many
cases. Long waiting times for an appointment caused continued frus-
tration for some. However, once referrals to services had been
obtained, it was felt that the support available had, in the main, been
helpful. The potential for having a walk-in or drop-in clinic or sessions
with a nurse as a potential solution to having to wait a long time for
an appointment was suggested. It was felt that this would negate the
need to have regular follow-up appointments and would help to pro-
vide quick reassurance.

As well as accessing specific services, the issue of general advice
and support was identified as important. The uncertainty expressed
by a sizeable number of those interviewed in knowing where to go,
who to ask, advice and reassurance for general queries which many
felt did not warrant a full appointment was evident. Changes to ser-
vices over the life of their child due to reductions and other changes
meant that staff were overworked and had too many duties. This
made it hard to know where to go and who to ask for general queries,
advice and reassurance when needed. Participants reported that
where they had tried to seek advice via phone or email from services,
queries were not answered and that they were often bounced from
person to person without getting a satisfactory response. Respon-

dents had greater success obtaining information from more informal
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TABLE 3 Summary of themes.

Themes summary
1. Use and impact of medication

1.1. Appropriateness of medication and
medicines being lone interventions

1.2. Long term usage and impact

1.3. Information and understanding

2. Availability of, and access to, services and
support

2.1. Availability of services particularly
psychological and non-medical support

ROONEY ET AL.

Sample comments

1.1.1. “That is the way he goes. If he doesn't have that medication ... cause obviously it makes very
loose stools, and then he can't really hold it ... but if he doesn't, and | did try and have a break as
it does say short term use only and | was a bit concerned about that ... | tried to use more holistic
methods, things which were more natural, just increasing different things in his diet ... it did
soften the stools | noticed, but he still seemed to have a problem passing them”

1.1.2. “At some points, when he's been very compacted, we've been taking eight sachets a day ... at
the moment he's just on taking a couple of sachets a week because actually his diet's really good
and it doesn't seem an issue with the consistency, it's just getting it out ... sometimes it's quite
tricky.”

1.1.3. “Ultimately we had Movicol and it's been excellent.”

1.2.1. “Drugs aren't the answer to everything.”

1.2.2. “It worries me ... that we're sticking a plaster on the problem, and not really getting to the
root cause.”

1.2.3. “We've not had any real investigations done and my son has just been put on laxatives since
he was a baby.”

1.2.4. “That prescription hardly got used. It was a waste of taxpayers money because it was
unsuitable for him. | did try it and it did nothing for him.”

1.2.5. “My opinion is that there's both a short-term solution ... and a long term solution that's
needed, because you're not going to remove those anxieties and you're not going to magically
improve diet overnight, so we need something to help with the pain and the constipation now.
And then hopefully some insight for long term goals as well ... medication, in my opinion, should
always be a short-term solution ... until can work on the anxiety or other issues longer term ... we
don't want them on medication for ever.”

1.2.6. “Nobody wants to give their kids medication all the time.”

1.2.7. “If he is impacted, | follow the directions on the Movicol, the continence team have not
reviewed this prescription for 2-3 years.”

1.2.8. “[My son has] been seen by Gastro team since [he was a] few months old. [He has a] history
of withholding stools. Now [he is] unable to open [his] bowels without medication.”

1.3.1. “Movicol doesn't really help. It leads to poo-magedon and poo everywhere.”

1.3.2. “My son still won't go on the toilet for bowel movements and he has to have medication for
constipation so this is very messy. It's bad for his self-esteem generally and it impacts social
movements.”

1.3.3. “The recommended use of movicol isn't really effective enough in my opinion. This is an
ongoing issue for my son and we have lots of concerns of long term damage in the future.”

1.3.4. “For years she was on Movicol, and the sachets that go into the drinks ... but what | didn't
really realise, as nobody really told me ... is that the Movicol only provides ... takes the fluid to
the poo so it makes it softer. | always thought that it stimulated the bowel to help you go ... she
was on that for ages and eventually | thought this really isn't working ... and that's obviously why
because all it was doing is ... when she did actually go ... making it softer; rather than actually
stimulating the bowel to make her go.”

1.3.5. “We were prescribed Movicol but not really given any instructions on how to use it
effectively.”

1.3.6. “[The] GP advice wasn't always clear, the approach taken was to ‘see how they get on with it
and adjust along the way’.”

1.3.7. “There's a lot of misinformation out there ... so [I] would appreciate more guidance.”

1.3.8. It [the Movicol] tastes disgusting ... Trying to get a two year old to take something they don't
like is not easy”

1.3.9. “We were prescribed lactulose but too hard to get him to take it so we gave up on that and
still have issues with it.”

1.3.10. “My Child takes a long time to empty his bowels. He struggles to understand the medication
will help him go the toilet ... It's a constant battle to get him to take the medication.”

2.1.1. “My son gets constipated because his mental health issues mean that he withholds his faeces
as long as possible. There does not appear to be any service that can offer help or advice for a
child in this situation. The only advice/help we have been given is medication for constipation.”

2.1.2. “At this point I'm not really sure whether it's a physical thing or a behavioural thing. | guess |
feel like if we tried it [the medication], it would maybe work for a while and then it would just go
back to being an issue without resolving it, cause it might just be a behavioural thing like it's
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TABLE 3 (Continued)

Themes summary

2.2. Access to services

2.3. Signposting to advice and support (who to
ask)

2.4. Impact of the pandemic

3. Feeling listened to and heard

3.1. Being believed

Sample comments

happening because he isn't willing to go anywhere else besides home ... it might not actually be
something we can fix with medication.”

2.1.3. “She doesn't drink as much as I'd like her to. She only has a wee twice a day tops. [I] would
like advice on negotiating this with an older child as | know she doesn't go to the toilet at school
and can still go for long periods at home without a poo.”

2.1.4. “The bowel clinic | speak to every 3-6 months | suppose, obviously with covid it has been
not in person but on the phone ... but we don't seem to be going any further forward. We still
seem to be in the same boat we were in 3 years ago.”

2.1.5. “We eventually saw somebody up at Oxford, who really explained how much anxiety can
impact constipation ... | think, having spoken to her, was just amazingly informative; and she was
right, actually. When we looked back on it, at things like school holidays, when there was less
stresses and less demand, constipation wasn't as bad ... and, you know, probably even a normal
bowel habit at that point.”

2.1.6. “Through her neurologist in London we were able to get a learning disability nurse who made
the connection [between her daughter's behaviour and constipation]. It was only that she, as we
were going through things talking about it, that she said to me ... ‘how often does she poo?’ ...
and | said ... ‘sometimes she does not poo for 4 days’ ... the nurse said that's probably the issue
and what's making her behaviour bad.”

2.2.1. “It wasn't really until the second appointment with the third GP that ... it was almost as if she
just got fed up of me and was just like well we'll send you a referral just to shut you up.”

2.2.2. “It took a few years of reporting constipation to GP/Community Paediatrician (and treating
daily with Movicol etc.) to gain a referral to hospital for proper review. The referral was due to
withholding urine (24 hrs+) though not for the constipation itself. | now feel that things are
progressing and we are better supported.”

2.2.3. “We are usually just told to up the dose of movicol. We had asked for a referral to a
gastroenterologist but GP did not refer us. Our daughter suffers from severe bouts of
constipation and impaction.”

2.2.4. “You get a sense that GPs don't understand how to manage [constipation] or who to refer to.
[They] also [seem] resistant to referring. [They] don't understand how damaging it is day to day.”

2.2.5. “It's quite difficult to get into hospitals these days and get to see the right people because
you're often waiting months for a clinic appointment.”

2.2.6. “It took a long period of time to get any help or support ... [the long wait] was really not
necessary.”

2.2.7. “Rather than having to wait months for an appointment, you just need someone to have a
quick feel [of the child's stomach]!”

2.3.1. “Sometimes as a parent you just need someone to say, ‘yes, what you're thinking of doing is
the right way’ ... or ‘you're right, that isn't normal for your child. Maybe we should look into this a
bit further.””

2.3.2. “Looking after a child with physical disabilities and autism is hard work. Plus on top you ... it's
all the chasing and trying to find out who you need - that's the big one as well ... There's no one
who can ever give you an answer ... it just seems that nobody seems to know any more. They
just keep putting stuff off to different people or in the end they get so inundated that it doesn't
get looked at properly and it's not followed through.”

2.3.3. “It's very hard to find somebody to speak. You've got to go through the children's therapy
team and then you email someone and they go ‘oh, I'll email so and so’ and then you don't hear
anything and you keep chasing.”

2.4.1. “It's always just been a phone conversation and I'm not an expert and | don't know what they
would expect to see if they did actually see her, but | just find it difficult to understand ... over a
phone conversation they say she's holding in her poo, but how are they going to know that if
they aren't seeing her ... how can they know if there's anything wrong or if she has like an
intolerance to anything ... they haven't tried to find out what's happening.”

2.4.2. “We were offered phone appointments, but for me ... that's not particularly helpful because
what I'm seeking when | come in to see the nurses is for someone to feel the bowel and just
check its all soft and that there's nothing going on inside there.”

3.1.1. “I think sometimes doctors assume that mums are just being over worried about things ... so
they just kind of brush it off.”

3.1.2. As a parent | felt | had to continually prove my child does eat 8+ portions of fruit and veg,
loads of water and exercise.”

(Continues)
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TABLE 3 (Continued)

Themes summary

3.2. The parent as expert

3.3. Compliance with clinical advice

3.4. Communication and collaboration

4. Availability and quality of information
around constipation

4.1. Availability of information

ROONEY ET AL.

Sample comments

3.1.3. “It is so annoying when health professionals say ‘it's common with DS [Down's Syndrome].’
Yes it may be but that doesn't mean its not something that needs addressing and sorting out.

3.1.4. “... to be honest, it just made me feel like a bit of a crap parent ... go to the GP and there's
sort of an eye role and a what are you looking for, a magical cure type of answer.”

3.1.5. “Yeah, | do feel that they're empathetic, and show compassion ... | feel that yes ... | suppose
it's more that they're limited, that they're beyond what they can actually do ... what they can
suggest ... we need something a little more specialist.”

3.2.1. “His usual GP is fantastic and usually defers to me as being the expert with my son ... I'm
really fond of my GP; he's fantastic., he always listens and he always says he will always see my
son if he can ... but | am quite aware of the limitations of a GP as being a jack of all trades and
master of few.”

3.2.2. “I felt patronised by many ‘experts’ who felt they knew best, despite me trying to explain
about trauma and attachment and the impact on my child's toilet issues.”

3.2.3. “It's always just been a phone conversation and I'm not an expert and | don't know what they
would expect to see if they did actually see her, but | just find it difficult to understand ... over a
phone conversation they say she's holding in her poo, but how are they going to know that if
they aren't seeing her ... how can they know if there's anything wrong or if she has like an
intolerance to anything ... they have not tried to find out what's happening.”

3.3.1. “[I] spoke to [the] health visitor and doctor. Prescribed laxatives. Wasn't using them
effectively so internet search came up with encopresis which was very relevant to our lives.
Went back to doctor and got much better advice on laxative usage i.e. duration if use and
reasons behind it.”

3.3.2. “I sought advice from the GP and was given Lactulose. This did not help. | ended up seeking
advice through the PADS charity and June recommended Movicol. | had to push for this through
my GP. They eventually prescribed it but were very reluctant.”

3.3.3. “I will be continuing to follow their advice on toilet training as | feel they are able to offer
significant evidence based advice around toilet training, specifically for children with Down
syndrome.”

3.3.4. “I've got IBS myself, so | gave him some of my [medication] ... | read that it was suitable and |
gave him a couple of them so he had them instead.”

3.4.1. “So | think Medway is where you get let down a bit, the health services in Medway ... it just
seems that there's so many different things and that nobody communicates very well.”

3.4.2. “We did an online consultation and put in all the information, a description of issues and
support needed, and then got a call back from a GP and had to repeat everything. It didn't feel
that they had read the e-consult at all.”

3.4.3. “It does seem to be a conversation ‘try this’ and then that's it ... then nothing's changed so
you have another conversation and its ‘try this’ ... it's just so bitty.” “| suppose if nobody's seeing
him, if nobody's actually meeting him, asking him the right questions ... how is anyone going to
know ... there's no-one assessing him visually to see how he reacts to things.”

3.4.4. “When | go to appointments with my son, you know I'm really keen that people speak to him.
| think there's sometimes a tendency with learning disability that people are spoken about in their
presence ... but generally, people are addressing him and talking to him and are quite respectful,
and that's something | notice and that | really appreciate.”

3.4.5. “It's a concern that you sometimes see in schools or in other places where people kind of talk
about him in his presence rather than actually talking to him.”

3.4.6 “[I would like to see] something really local where children can build relationships with staff ...
almost a bit like play therapy or social skills therapy.”

4.1.1. “We found the info on ERIC website helpful - Oxfordshire PDF info leaflet that provided
guidance on how much a child at that age should be drinking. It would be helpful to receive from
GPs so they as parents [we can] understand how much a child of a certain age should be
drinking.”

4.1.2. “That's the thing | find, there isn't much out there to tell you about constipation, and there's
not much literature about it ... | think that's something, there needs to be some more education
around constipation.”

4.1.3. “There's no central place that parents can say ‘right, look at this and there's a section on
constipation.””
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TABLE 3 (Continued)

Themes summary

4.2. Age appropriateness of information

4.3. General knowledge, education and
understanding (including training)

5. Primary and community care support

5.1. Clinical knowledge and understanding of
constipation

5.2. Experience of services

Sample comments

4.1.4. “l don't think that constipation is just a thing that happens, there's got to be something that's
causing it. So | would like more information on what can cause constipation and how they would
investigate it.”

4.2.1. “l will add, around constipation and toileting issues ... there's a lot for younger children, so
there's a lot for like your under 10s, your under 5s; there needs to be some sort of teenage level
leaflets for young people to read. Because my son he get's given a leaflet and its aimed at maybe
a 5 or 6 year old and they deem its relevant for him. But, he's now a teenager so he looks at it
and if it looks babyish, if it looks overly simplified he just thinks its patronising and it gets thrown.
So there needs to be ... publications that are in between the children's and the adults publications
... we find it all the time, everything's babied or its too adult for him.”

4.3.1. “l think there's probably a high degree of expertise required in being able to feel whether
these children are constipated or not; and parents, and quite often GPs, don't have that
knowledge or that training.”

4.3.2. “[Constipation] is a much more common problem than | think lots of parents of children with
Down's syndrome realise, and | think maybe there should be a bit more early intervention and
education. Not just coming from the community paediatrician who sees him once a year or every
six months when they're very small ... but yeah, just maybe a little more awareness and a little bit
more ease of access to the service, or to a professional person ... because as parents we're often
just completely guessing.”

4.3.3. “l think people take it for granted ... and think ‘oh, it's just constipation.” | don't think they
realise how serious it was, because | didn't realise as well that if she doesn't go properly then ... it
could end up stretching the bowel and then you're going to run into ... having serious bowel
problems ... so it's not just about being constipated, there are a lot of other things it can cause as
well.”

4.3.4. “There needs to be a drive for people to talk about their bowel movements more ... it's
healthy as bowel cancer and things can be silent killers. So, children ... need to be taught from a
youngish age that it's ok to talk about it, because there's a lot of stigma around it.”

4.3.5. “I never realised that there was a link between autism & constipation until very recently.
Getting awareness out there would be good.”

4.3.6. “The best advice and support is through DSUK group on Facebook. They have a wonderful
children's bowel UK specialist who answer any questions and advises through experience and
also other parents on there that are experiencing the same. They have been a huge help to get
my son going regularly.”

5.1.1. “My GP surgery aren't really trained in feeling my son's bowel for constipation. We were
once told by a GP that my son's bowel was clear, only to be told by a specialist nurse the next
day that he was very constipated.”

5.1.2. “[My] child holds poo for up to 9 days. GP wasn't very experienced in ASC. Need to seek
more specialist advice tailored to my child rather than a one size fits all approach.”

5.1.3. “[The GP was] was lovely but like a lot of GPs they don't have the experience of dealing with
special needs kids”

5.1.4. “Yes, maybe when you've got a small child, a toddler or under 8 maybe massage would help.
But when you've got a big lad whose got sensory issues ... that's just ridiculous ... it was about as
useful as a chocolate frying pan! ... It was almost ... not patronising, patronising's not the right
word ... but it was almost like why did | even bother. Why bother when I'm going to get stupid
answers like that.”

5.2.1. “In general, everybody that we come into contact with through the children's hospital and
children's NHS services is fantastic ... having accessed adult services, it's a slightly different kettle
of fish! ... in general we're always more than happy with the service we get and how people deal
with my son and the treatment and care that he gets.”

5.2.2. “GP is great and does listen, community support not as helpful.”

5.2.3. “We moved areas a couple of years later and again | sought some advice from my GP
regarding his constipation. It was only through a local parent support group that | found out there
was a Bladder and Bowel Clinic with specialist nurses.”

5.2.4 “it felt like it was passing the buck a little bit ... like nobody really wants to take
responsibility.”

5.2.5. “[I] spoke to the Health Visitor when she was young - not very helpful, didn't even say to go
to GP just said e.g. more liquids/try prunes. Didn't seem to think it [the constipation] was a
problem.”

(Continues)
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TABLE 3 (Continued)

Themes summary

5.3. Third sector and additional support

6. Support from education

6.1. Support from schools

6.2. Managing absence from school

7. Managing constipation

7.1. Barriers to going to the toilet

7.2. The importance of establishing routine

7.3. Impact of diet and fluid intake

ROONEY ET AL.

Sample comments

5.3.1. “ERIC were the most help for us ... ERIC were also the most understanding of behavioural
issues and had realistic advice.”

5.3.2. “Peer support is really helpful. Then you feel as though you're not failing, that you're not the
only one.”

5.3.3. “I've also been putting her on the potty following the advice of Positive About Down
Syndrome (PADS) and June Rogers from Bladder and Bowel UK who works with them, and that
has been totally revolutionary - she is pooing very easily while on the potty, while she is straining
in other positions. | will be continuing to follow their advice on toilet training as | feel they are
able to offer significant evidence based advice around toilet training, specifically for children with
Down syndrome that is missing from interactions with many health professionals.”

5.3.4. “The best advice and support is through DSUK group on Facebook. They have a wonderful
children's bowel UK specialist who answer any questions and advises through experience and
also other parents on there that are experiencing the same. They have been a huge help to get
my son going regularly.”

6.1.1. “She's got really wonderful teaching staff, but one amazing teacher and one amazing teaching
assistant won't make 20 other children disappear ... and their noises and all those other things ...
Being autistic, those social situations ... are difficult to manage.”

6.1.2. “It's a concern that you sometimes see in schools or in other places where people kind of talk
about him in his presence rather than actually talking to him.”

6.1.3. “I think it was primary school or GO who referred to CBABS. Our CBABS nurse is excellent
and would have felt lost without her to turn to when child's soling and wetting felt like it was
taking over family life.”

6.2.1. “[Our] daughter is academically behind and so has quite low self-esteem which also doesn't
help and impacts the anxiety.”

6.2.2. “You can't send a constipated kid to school. I'm sorry, you just can't.”

6.2.3. “In Jan 2020 (pre-COVID) he had a great deal of time off school (at mainstream at the time) -
had no work sent home, they should've done this and kept up his education but didn't really
understand his needs.”

6.2.4. “We have stopped laxatives in the past and kept him off school for no reason.”

7.1.1. “So then it seems the issue is the passing ... the sensation of ... | don't think he sort of pushes
out ... it's almost like he doesn't push it out so ... we have to have the medication to make it sort
of fly out.”

7.1.2. “He has a fear of going on the toilet to pass a bowel movement.”

7.1.3. “... the thing is, | can't control him. | can't physically make him do something that he
absolutely refuses to do ... it's like fighting a tiger ... he won't sit on the toilet or crouch to do it.”

7.1.4. <l think the main challenge ... is that he can't tell me how he feels, so it's very difficult to
diagnose whether he is constipated or not. So it is a real balancing act.”

7.1.5. “You see you have pull-ups made up to the age of 15 ... and he's aware of that as | keep
saying ‘well we can't keep doing this as they're not going to fit you,” but he says ‘that's ok they're
up to the age of 15!"”

7.2.1. “He is made that way ... anything that like becomes the norm ... he even voices himself now
that he's older ‘well I'm not programmed that way.’ ... so it's really hard to get him to attempt to
try something different.”

7.2.2. “[My son] his mind doesn't pick up on his body cues, and also he's not really motivated to go
(likely due to his ADHD). But if | tell him I'll give him 50 p and then he goes to the toilet.”

7.2.3. “It might not work today, but maybe 3 months down the line it might work ... | think always
encouraging an open mind definitely helps ... and | think helps you're child as well. Because they
sort of feed off of you, and if you're restricted in that we've tried it once and it won't work, then
your child's going to have that mentality too.”

7.3.1. “When she was 4 | started working in an autism specialist school, and ... actually at that point
| realised how bad some peoples' diets can get ... at that point | really took the decision to
education myself on a good way to approach diet. From then on we went on a very slow journey
and she now eats like a huge, wide variety of food. We grow lots of it ourself. It's all organic and
some days you actually have to stop her from eating it and tell her ‘you need some
carbohydrates and some proteins and some things like that.”
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7.3.2. “The issue is he just doesn't recognise he's thirsty, so if he's not told to drink or reminded to
drink I've known him go a couple of days without drinking anything ... or I've not seen him drink
... s0 he ends up constipated when he does it ... it's only happened a handful of times because |
quite quickly realised why it was happening and | was able to tell him that he needed to drink and
got him a bottle ... with the times on, so you've got to drink down to a certain level before a
certain time ... so he can see very clearly what he's got to do.”

7.3.3. “When she was younger she had a very restricted diet - always had fruit and veg, but often
raw. Because of sensory issues related to her autism, the journey to get her to eat a wider variety

was quite difficult.”

7.3.4. “He eats well and eats quite a bit of fruit and vegetables but this doesn't really help.”

routes, such as Parent-Carer Forums and Facebook groups (such as
the Bowel and Bladder Facebook group).

Finally, here interviewees and survey respondents noted that
accessing services and support had become more difficult due to the
pandemic. In particular, the lack of face-to-face appointments proved
challenging for some, who expressed concern that their child was not
being examined and felt the quality of the consultation and advice
provided was negatively impacted. Furthermore, a number noted that
they were offered only phone consultations where they felt video
consultations or similar might have been more appropriate for their
child's circumstances in the absence of face-to-face appointment
availability.

3.2.3 | Theme 3: Feeling heard and listened to

A strong theme which was articulated by many was a sense that they
felt they had often struggled to be heard and believed by health pro-
fessionals. This appeared to go beyond a simple sense of clinicians not
hearing what they said, though this was undoubtedly articulated as an
issue. There was a routine feeling of not being taken seriously and
their concerns being ignored; and a need to constantly push to be
believed by healthcare professionals when they talked about their
child, their experiences and their concerns. There was a sense of hav-
ing to constantly prove to GPs and other clinicians that their child had
a good diet and was eating enough fruit and vegetables, as well as
drinking enough water. In many cases it was felt that clinicians were
potentially dismissive of concerns and behaved in a patronising man-
ner, making parents feel that their concerns did not count or feel like
they did not understand the situation. This does appear to have had
an impact in making parents become wary of seeking advice because
of concerns about being dismissed or not taken seriously. This was
particularly so when dealing with clinicians that they were not familiar
with, for example, a locum GP.

Some parents reported positive experiences of being listened to
and having their troubles taken seriously by clinicians. In these cases,
even where the respondent felt that the outcome of the consultation
and any advice had not been what they had wanted, they noted that
they had felt their concerns were listened to and addressed.

In the cases of several parents, the issue went beyond just feeling
that they were not listened to. Several parents pointed out that they

felt they were the expert when it came to their child. They explained
that they are with their child every day and felt that they know what
is and is not normal for them. They, therefore, felt that their views
were important and should be considered by healthcare professionals
when making decisions. Where they felt they were taken seriously
and treated as an “expert” they were much more positive about the
consultation and interaction and much more likely to feel happy with
it even if the outcome was not entirely as they expected. By contrast,
unsurprisingly, where individuals reported being dismissed and treated
as a “worried parent,” they were much more negative about the
interaction.

Parents feeling listened to, believed and treated like an “expert”
on their child, appears to have been important in determining
whether, and how far, the parent followed the advice given by the
clinician. Where an individual reported that they felt ignored or dis-
missed, or where the outcome was very different from what they
were expecting, they were much more likely to end up doing their
own thing in order to manage things themselves. This included
ignoring the advice given or medication prescribed and instead look-
ing for and turning to alternatives such as support from other par-
ents on internet forums. A small number of interviewees also
reported that they outwardly appeared to take the clinical advice
given seriously in order to avoid discharge and maintain access to
services, but in reality, they tended to follow their own intuition.
Conversely, where individuals felt listened to and taken seriously,
they were much more likely to follow the advice given and make
use of medication prescribed, even if they were not entirely satis-
fied with the projected outcome.

In terms of improving things in this area, and helping parents and
carers to feel listened to and engaged; participants particularly raised
the importance of communication and having information shared
between the different teams and services they were accessing, when
interacting with health services about their child's constipation. Those
interviewed noted that they wanted to be able to tell their story once,
rather than having to do it repeatedly and expected information to be
shared as appropriate among the services they were accessing. This,
they suggested, would help to make their experiences of services
more positive. The tendency of some clinicians to only talk to them as
the parent, rather than talking to, engaging with, and examining their
child was highlighted. It was felt very strongly that the child should be
treated with courtesy and respect.
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3.24 | Theme 4: Availability and quality of
information

The availability and quality of information produced about constipation
in children with a learning disability and/or autism, and how to manage
it was also identified as currently challenging and an area where things
could be improved. Individuals identified that there was of a lack of (use-
ful) information and guidance about constipation and how to manage
it. Where material does exist, those interviewed reported that it was
often hard to find and not easy to access. In particular, more information
about the causes of constipation, how to prevent it and when to seek
further advice would be useful. Furthermore, where information for chil-
dren on constipation did exist and was given out, it did not always
appear to be appropriate to the age of the child. This was identified as a
particular issue for pre-teen and teenage children.

Parents believe there is a stigma involved that made it more difficult
to talk about constipation and its related issues and to therefore ask for
help and support when needed. It was felt a greater emphasis needs to
be placed on increasing knowledge, education and understanding about
the issues constipation can cause, both for clinicians, specifically and the
wider society. This could make it easier to talk about constipation and
to seek help and support (both for themselves and for their children).
Training in constipation-related matters was important and helpful to
parents. Since having training they felt better able to identify the signs
of constipation and to manage it more successfully and mitigate poten-
tial concerns to support their children more effectively.

325 |
support

Theme 5: Primary and community care

Although linked to Theme 2 (see above), a particular theme around sup-
port from services which was noted was the skill, experience and ability
of primary care services to be able to support this cohort of individuals.
A potential gap in the knowledge and experience of GPs as well as other
primary care staff and community services in respect of diagnosing,
managing, and treating constipation in children (particularly children with
intellectual disabilities and /or autism) was reported. A common senti-
ment that was expressed was that although they believed that GPs and
others were doing their best, they often did not feel confident that
those assessing and diagnosing their child had the requisite experience
and specialist knowledge to do so successfully.

The most positive experiences of services reported was in respect
of specialist secondary and tertiary services where these were used/
accessed. By contrast, support from primary and community services
appeared to be much more variable, with some examples given of very
good support and care and some other examples where the support
received appeared to have been much less helpful. Many reported that
it felt like services were under pressure with limited staff.

The vast majority stated how important services and support
from the third sector had been to them. They noted that third-sector
support had often played a really important role for them in plugging
perceived gaps in support from statutory services and in providing

practical advice and support to help them manage their child's consti-
pation more effectively. Those who reported making use of third-
sector services and advice noted they had sourced support from a
wide range of places, including organisations who specialise in bowel
and bladder issues in children, Parent-Carer Forums; play centres and
less formal avenues such as Facebook sites (e.g., the Bladder and

Bowel Facebook group).

3.2.6 | Theme 6: Support from education

The other area specifically identified around support issues was that
of schools and the wider education sector. Schools had often not
been helpful until health services or other statutory organisations got
involved. This was less of an issue in primary schools as they had more
experience to support young children around toileting issues. How-
ever, on progressing into secondary education, it became more diffi-
cult to find appropriate understanding and support. This particularly
appeared to be an issue for children with autism but who had no other
disabilities or additional needs. Mainstream education presented a sig-
nificant challenge.

Parents reported that their child was frequently absent from school
due to issues with their constipation. This often meant their child fell
behind with schoolwork and their education attainment suffered. This
then impacted upon their child's self-esteem. This seemed to worsen
the child's constipation and related issues (such as their behaviour).
There was expressed uncertainty between trying to maintain their
child's academic attainment while ensuring not to exacerbate problems

for their child by sending them to school when constipated.

3.2.7 | Theme 7: Managing constipation
Finally, there was a definite theme around how to most effectively
manage constipation, and the experience of these parents in trying to
identify what works best for their child. A range of issues and barriers
were reported on the challenges children faced in going to the toilet
and which may have contributed to their constipation. These ranged
from psychological issues and anxiety, with some children only feeling
comfortable to go to the toilet in certain places, to others who
appeared not to recognise or fully understand their bodily cues. The
difficulties in being able to identify when their children needed the
toilet or were constipated, particularly those who are primarily non-
verbal and so unable to say how they feel was enumerated. There
were reported challenges of trying to make children who were reluc-
tant to toilet, go to the toilet and the need to focus on educating them
to help them understand the importance of going to the toilet regu-
larly and to create a happy and secure environment in which the child
felt comfortable to go. Many expressed worry and concern about how
their children might cope as they got older and became adults.

The importance of establishing a routine and rhythm around
going to the toilet in order to successfully support their child to go

regularly and to manage their constipation was identified. Strategies
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included developing reward methods to encourage children to go. The
importance of perseverance to keep on trying even if they do not
work at first was noted.

The other element that participants noted as being important to
successfully and effectively manage their child's constipation was diet
and fluid intake. The challenges in many cases of getting children to
eat a balanced diet of fruit and vegetables, and drink appropriately
particularly in those had more restrictive diets were expressed
strongly. The impact of autism on restricting choice of food and drink

was highlighted.

4 | DISCUSSION

Our study outlines the challenges, concerns and worries of parents
and caregivers of children with intellectual disabilities and/or autism.
It highlights that constipation and its implications has a significant
impact on both the child and their carer day-to-day life. Interestingly,
in the majority of respondents feeding back there is no evidence of
stigma or embarrassment in discussing constipation matters with pro-
fessional and social groups. This is yet variance from other similar
research (Flankegard et al., 2022). This could be because the group
surveyed here are already part of a well-established network and
more aware and confident of the issues and concerns. In addition,
majority of respondents believed they were confident in recognising
and managing constipation concerns in their children and being able
to seek help as and when necessary. While majority appreciated the
help accessed around a quarter of respondents felt they were not lis-
tened to or did not receive any productive support.

The thematic analysis reveals interesting observations. These were
broadly consistent with a recent study from Canada (Thompson
et al., 2021). The Canadian study conducted 16 interviews of parental
experiences while caring for a child with chronic constipation (not spe-
cifically intellectual disability and/or autism) and identified four broad
themes. These included being un-noticed and not valued by society or
professionals, being not taken seriously particularly by professionals,
poor support and information and strained relationships. Our study
while touching on these similar findings also had other areas of interest.

Conventional approach in the management of constipation has
medication central to it. Parental attitude while recognising the bene-
fits of it highlight the need for medication to be reviewed, be consid-
ered along with psycho-social interventions and most importantly
take parents into confidence in formulating long-term management
plans on it. This is consistent with recommended best practice
(NICE, 2017a; Rubin & Dale, 2006).

The importance of holistic assessment and management was
stressed. This is also recognised as an important issue to prevent con-
stipation (Mitchell, 2019). It might require to be modified and reason-
ably adjusted to suit children with intellectual disabilities and/or
autism. The practicalities of managing constipation particularly identi-
fying social and emotional cues of distress is important.

Linked to this was the lack of suitable and consistent services and the

postcode lottery of its availability. This was not just about direct health
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services but the larger community including awareness in the education
system such as schools and other social support systems. Again, this puts
a specific spotlight on the larger issues of how socio-economic determi-
nants pre-determine this (Hosozawa et al., 2020; Anderson et al., 2022).
Of note is the consistent and repeated issue of parents wanting to
be taken as “partners” in the care and management of their children.
This is consistent with similar recent research (Flankegard et al., 2022).
Again, this is not new or unique to constipation or children with intellec-
tual disabilities and/or autism and is a well-researched area. A meta-
aggregation review evidenced that parents valued co-operation defined
as parental participation, negotiation, mutual trust and respect, shared
roles and decision-making, and communication (Barratt et al., 2021). This
has led to evidence-based models to involve parents in decision-making
for children with long-term conditions (Smith et al., 2015). It is worth

considering testing these models in this population group.

41 | Limitations

The study has some important limitations. The survey had no formal
validation. It had face validity in that key clinical and expert by experi-
ence opinion from all associated sectors contributed to its
development.

In relation to the demographics of those who completed the sur-
vey, and were subsequently interviewed, the vast majority of those
who completed the survey (79.4%) identified as “White British” or
“any other White background.” Furthermore, almost all those who
agreed to be contacted further identified as being from a white back-
ground. This meant that of those interviewed, 14 of the 15 partici-
pants identified exclusively as being from a white background. The
other interviewee identified as being of mixed White and Asian back-
ground. Further work may need to be undertaken in future to capture
and understand the experiences of those from other, none-white
backgrounds and how these experiences and needs may differ.

A significant limitation is not knowing how good the response rate
to the survey is. While the project team endeavoured to circulate and
advertise the survey as widely as possible to the target population using
the methodology of “exponential snowballing” they were only able to
target a limited number of routes. The survey was only available for a
limited period (~1 month). Second, this was an internet-based survey. It
could be access to internet is limited for some in the target population.
Third, the internet design might be that they were treated suspiciously
as spam by some. Therefore, this is likely to have necessarily impacted
on and restricted the numbers of people who saw and were able to
engage with the survey (and subsequent interviews). Again, this should
be taken into consideration for any future work in this area to ensure
that data can be captured from a broader cross-section of the popula-
tion, and particularly harder-to-reach groups. Similarly, it is acknowl-
edged that the sample group from which the interviewees were
selected, was partly self-selecting; given that survey participants were
able to decide whether or not they were happy to be contacted further.
This likely limited the size and scope of the sample pool available for

interview. It is also probable, that those who put themselves forward for
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interview may disproportionately have had either very good or very
poor experiences of services and may therefore have excluded a range
of other experiences from being captured through the interviews. Fur-
thermore, it is noted that the number of interviews undertaken (n = 15)
was small and limited given the resources and time available. This, again,
may limit the generalisability of any findings from this project. Finally,
the authors acknowledge that while every effort was made to follow a
robust data collection and analysis framework, there were a few occa-
sions at the interview stage in which interviews could not be recorded,
either for technical reasons or because of a lack of participant consent.
While reviewers in these cases made every effort to capture detailed
written notes that were faithful to the sentiments expressed by the par-
ticipant, it is nonetheless understood that the lack of audio recording
may have allowed for elements of what was said to have been misun-
derstood, misrepresented or not adequately captured. This therefore
may have impacted upon the quality of some of the data that was cap-
tured. The authors do not believe the limitations outlined negate or
invalidate the work undertaken or the findings from this study as find-
ings have been tested and triangulated where possible and appear to
correlate with other, albeit limited, work that has been undertaken in

this area.

4.2 | Implications for clinical practice

The survey suggests that parents are comfortable discussing constipa-
tion with family and professionals and confident in managing their
child's bowel health. The recognition of possible risk factors is good
except for toilet routine. Constipation has an impact on many parents'
daily life and schooling. There is some dissatisfaction with the profes-
sional advice given. About a quarter of respondents did not feel lis-
tened to and that advice was not helpful. From the qualitative
findings, parents feel that they are not well informed about medica-
tion which they feel is over-used in preference to further investiga-
tions or holistic management. At times this causes diarrhoea. Parents
want a greater emphasis on holistic care and would like easier access
to this. They want to understand medication options and how these
differ. They were more likely to take professional advice if they felt
listened to and treated as an expert on their child's condition. They
were concerned that constipation can disrupt education. Services
need to prioritise listening to parents, provide education on medica-
tion for constipation, improve access to flexible holistic management
services and consider educating secondary schools on constipation
issues. It is important to give attention to parents' most important
expectations on the holistic care. This includes behavioural support,
toilet training, education support (including educational psychologists),

nutrition and diet support, and support to deal with anxiety and fears.

4.3 | Implications for research

Research should focus on how education on medication and holistic

management for constipation might be better delivered to parents

and carers and impact on patients. Evaluation of communication skills
with carers so that parents and carers feel listened to and regarded as
experts in their child's care would be beneficial. Parents find it difficult
to access specialist services. They want a simple access to quick
advice but services are often bureaucratic and unwieldy, demanding
waits for full appointments. Implementation science may be important

in delivering a more agile, responsive expert service.

44 | Implications for policy

Parents want better education of how to manage their children's con-
stipation. The implementation of this education is challenging in a
health environment that is stretched, but parents value the third sec-
tor which may be utilised. Digital delivery of education may meet this
need for informing parents. Services need to offer a quick response

without the need for formal appointments.
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